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acHtERgRONd 
.DQNHULVHHQLQJULMSHQGH]LHNWHQLHWDOOHHQ
YRRUGHSHUVRRQGLHHUGRRUZRUGWJHWURƪHQ
PDDURRNYRRU]LMQRIKDDUQDDVWHQ'HODDWVWH
MDUHQZRUGWGDDURPVWHHGVPHHUDDQGDFKW
EHVWHHGDDQZDWNDQNHUYRRUKHQEHWHNHQW
9HHOSDUWQHUVZRUVWHOHQPHWNODFKWHQDOV
VRPEHUKHLGYHUPRHLGKHLGVODDSSUREOHPHQ
DQJVWRI]LMKHEEHQPRHLWHRPGH]LHNWHYDQGH
SDUWQHUWHDFFHSWHUHQ2QGDQNVGH]HSUREOHPD-
WLHNLVKHWDDQERGDDQKXOSYRRUSDUWQHUVYDQ
PHQVHQPHWNDQNHUQRJEHSHUNW%HVWDDQGH
EHJHOHLGLQJVSURJUDPPDoV]LMQYDDNJHULFKWRS
GHIDPLOLHRIKHWNRSSHOHFKWSDDUDOVJHKHHO
+HWSURJUDPPDLVGDQERYHQGLHQYDDNYRRUDO
JHULFKWRSKHWZHOEHYLQGHQYDQGHNDQNHUSDWL-
HQW+LHUGRRULVHUPLQGHUUXLPWHYRRUGH
VSHFLƬHNHEHKRHIWHQYDQGHSDUWQHU'H8QLYHU-
VLWHLW7ZHQWHHQ98PHGLVFKFHQWUXPKHEEHQ
PHWƬQDQFLÆOHVWHXQYDQ.:).DQNHUEHVWULMGLQJ
HQ6WLFKWLQJ$OSHGo+X=HVGHRQOLQH]HOIKXOS-
FXUVXVn+RXYDVWYRRUHONDDUoRQWZLNNHOGGLH
JHEDVHHUGLVRSSULQFLSHVYDQ$FFHSWDQFH 
DQG&RPPLWPHQW7KHUDSLHPLQGIXOQHVVHQ
]HOIFRPSDVVLH
dOEL VaN HEt ONdERzOEK 
,QGHNRPHQGHWLMGZRUGWGHNRVWHQHƪHFWLYL-
WHLWYDQGHFXUVXV
+RXYDVWYRRUHONDDU
RQGHU-
]RFKWLQHHQJHUDQGRPLVHHUGJHFRQWUROHHUG
RQGHU]RHN'DDUQDDVWZLOOHQZHPHWGLWRQGHU-
]RHNEHNLMNHQKRHGHRQOLQHFXUVXVKHWEHVWH
DDQJHERGHQNDQZRUGHQ,QKHWRQGHU]RHN
YHUJHOLMNHQZHWZHHPDQLHUHQYDQKHWDDQELH-
GHQYDQGHRQOLQHFXUVXV'HLQKRXGYDQGH
FXUVXVLVELMEHLGHYDULDQWHQKHW]HOIGHPDDUHU
ZRUGWJHYDULHHUGRSGHPDQLHUYDQEHJHOHLGLQJ
]LHSDUDJUDDIKLHURQGHU2PEHWHULQ]LFKWWH
NULMJHQLQKHWJHEUXLNYDQGHRQOLQHFXUVXV
ELMYRRUEHHOGWLMGGLHRSGHZHEVLWHGRRUJH-
EUDFKWZRUGWDIURQGHQYDQRHIHQLQJHQJH-
EUXLNPDNHQYDQVPVoMHVRILQFRQWDFWNRPHQ
PHWORWJHQRWHQ]XOOHQDOOHDFWLHVRSGHZHE-
VLWHYDQGHRQOLQHFXUVXVn+RXYDVWYRRUHONDDUo
DQRQLHPJHPRQLWRUGZRUGHQ
uItVOERINg VaN HEt ONdERzOEK:  
dRIE gROEpEN 
:HYUDJHQGHGHHOQHPHUVYDQGLWRQGHU]RHN
RPYLHUNHHUHHQYUDJHQOLMVWLQWHYXOOHQ,QKHW
RQGHU]RHNYHUJHOLMNHQZHDQWZRRUGHQRSGH]H
YUDJHQOLMVWHQYDQGHGULHJURHSHQPHQVHQ
:DQQHHUPHQ]LFKDDQPHOGWYRRUKHWRQGHU-
]RHNNDQPHQLQÄÄQYDQGHYROJHQGHGULH
JURHSHQWHUHFKWNRPHQ
Experimentele conditie 1: 2QOLQHFXUVXV 
n+RXYDVWYRRUHONDDUoPHWEHJHOHLGLQJGRRU
HHQSHUVRRQOLMNHEHJHOHLGHU
Experimentele conditie 2: 2QOLQHFXUVXV 
n+RXYDVWYRRUHONDDUoPHWDXWRPDWLVFK 
DDQJHPDDNWHRQGHUVWHXQGHHPDLOVRSEDVLV
YDQGHDQWZRRUGHQ
Wachtlijstconditie: 'HHOQHPHUVNRPHQRSHHQ
ZDFKWOLMVWHQYROJHQGHGHRQOLQHFXUVXVn+RX-
YDVWYRRUHONDDUoPHWDXWRPDWLVFKDDQJHPDDN-
WHRQGHUVWHXQGHQGHHPDLOVQDGULHPDDQGHQ
VWDUWGULHPDDQGHQQDGHDDQPHOGLQJ
2PGHYHUGHOLQJRYHUGHGULHJURHSHQHHUOLMN 
WHPDNHQ]DOHUYRRULHGHUHGHHOQHPHUZRUGHQ
JHORRWLQZHONHJURHSKLM]LMWHUHFKWNRPW
BEgELEIdINg 
,QGHHHUVWHFRQGLWLHKHEEHQGHGHHOQHPHUV
ZHNHOLMNVHPDLOFRQWDFWPHWHHQEHJHOHLGHU
'H]HEHJHOHLGHUV]LMQJHWUDLQGHHQJHVXSHUYL-
VHHUGHYLHUGHMDDUVVWXGHQWHQ3V\FKRORJLHYDQ
GH8QLYHUVLWHLW7ZHQWH=LM]LMQJHWUDLQGLQKHW
JHYHQYDQGHHPDLOEHJHOHLGLQJHQZRUGHQ
EHJHOHLGGRRUGHHUYDUHQSV\FKRORJHQYDQGH
8QLYHUVLWHLW7ZHQWH'HSHUVRRQGLHGHHOQH-
PHUVEHJHOHLGW]DODOWLMGGH]HOIGHSHUVRRQ]LMQ
'HEHJHOHLGHUVWXXUWRSHHQDIJHVSURNHQGDJ
ZDDUVFKLMQOLMNRSYULMGDJHHQHPDLO'DDULQ
VWDDQYUDJHQRYHUGHYRUGHULQJHQYDQGH
DIJHORSHQZHHNHQYUDJHQRYHUPRJHOLMNH
NQHOSXQWHQHQSUREOHPHQ
:DQQHHULHPDQGLQGHWZHHGHFRQGLWLH]LW
NULMJWPHQDXWRPDWLVFKDDQJHPDDNWHRQGHU-
VWHXQHQGHHPDLOVRSEDVLVYDQDQWZRRUGHQRS
VRPPLJHRHIHQLQJHQ
ONdERzOEKspOpuLatIE 
9RRUGLWRQGHU]RHN]RHNHQZLMYROZDVVHQ
SDUWQHUVYDQNDQNHUSDWLÆQWHQ0HQVHQZRUGHQ
JHÊQFOXGHHUGLQKHWRQGHU]RHNDOV]LM
r  MDDURIRXGHU]LMQ
r  3DUWQHU]LMQYDQLHPDQGGLHNDQNHU
  RYHUOHHIGKHHIW
r  7RHJDQJKHEEHQWRWLQWHUQHW
r  'H1HGHUODQGVHWDDOJRHGEHKHHUVHQ 
OH]HQHQVFKULMYHQ
r  0LOGHWRWPDWLJHSV\FKLVFKHSUREOHPDWLHN
KHEEHQ
0HQVHQZRUGHQXLWJHVORWHQYDQKHWRQGHU 
]RHNDOV
r  =LMODVWKHEEHQYDQHUQVWLJHSV\FKLVFKH 
SUREOHPDWLHN
r  =LMNRUWJHOHGHQPLQGHUGDQGULHPDDQGHQ
JHOHGHQJHVWDUW]LMQPHWHHQSV\FKRORJLVFKH
RISV\FKRIDUPDFRORJLVFKHEHKDQGHOLQJ
r  =LMQLHWEHUHLG]LMQRPHONHZHHNRQJHYHHU 
»XXUPHWGHRQOLQHFXUVXVEH]LJWH]LMQ
r  'HGLDJQRVHNDQNHUPLQGHUGDQGULH
  PDDQGHQJHOHGHQLV
r  'HSDUWQHUDDQNDQNHURYHUOHGHQLV
INtERVENtIE 
%LMKHWPDNHQYDQGHFXUVXVn+RXYDVWYRRU
HONDDUoLVQDXZVDPHQJHZHUNWPHWSDUWQHUVYDQ
PHQVHQPHWNDQNHU+XQEHKRHIWHQZHQVHQHQ
LGHHÆQYRUPHQGHEDVLVYDQGHFXUVXV 
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'HFXUVXVLVHHQ]HOIKXOSFXUVXVGLHEHVWDDWXLW 
EDVLVOHVVHQGLHHONHHQWKHPDEHKDQGHOHQ
r +HUNHQQHQHQRPJDDQPHWHPRWLHV
r +HWYHUVWHUNHQYDQYHHUNUDFKW
r 'HLQYORHGYDQQHJDWLHYHJHGDFKWHQ
r +HWKHUNHQQHQYDQZDDUGHQLQKHWOHYHQ 
HQLQGHUHODWLH
r +HWEHODQJYDQFRPPXQLFDWLH
r 9ULHQGHOLMN]LMQYRRU]LFK]HOI
(ONHOHVVWDUWPHWHHQNRUWHLQIRUPDWLHYHWHNVW
RYHUKHWRQGHUZHUSYDQGLHOHV'DDUQDYROJHQ
HQNHOHNRUWHSV\FKRORJLVFKHRHIHQLQJHQGLHGH
SDUWQHUNXQQHQKHOSHQRP]LMQKDDUYHHUNUDFKW
WHYHUVWHUNHQPHHUWHOHYHQLQKHWQXRIVWLO 
WHVWDDWELMGLQJHQGLHHFKWEHODQJULMN]LMQ1D
LHGHUHOHVNULMJHQGHSDUWQHUVSUDNWLVFKHLQIRU-
PDWLHWLSVHQQXWWLJHYHUZLM]LQJHQQDDUZHE-
VLWHVHQRUJDQLVDWLHV2RNEHYDWGHFXUVXVYRRU
GHJHQHGLHGDWJUDDJZLOOHQPRJHOLMNKHGHQRP
LQFRQWDFWWHNRPHQPHWORWJHQRWHQ
'HFXUVXVLVJUDWLV3DUWQHUVNXQQHQNLH]HQRI]LM
GHFXUVXVDOOHHQRIJHGHHOWHOLMNVDPHQPHWKXQ
SDUWQHUZLOOHQGRHQHQZDDUHQZDQQHHU]LMGH
FXUVXVJDDQGRRUORSHQ'LWNDQRSGHFRPSXWHU
RIWDEOHW'HFXUVXVYHUJWRQJHYHHUXXUSHU
ZHHNHQKLMGXXUWDIKDQNHOLMNYDQGHEHVFKLN-
EDUHWLMGRQJHYHHUZHNHQ'HGHHOQDPH
DDQGHFXUVXVLVRSGLWPRPHQWQRJJHNRSSHOG
DDQHHQRQGHU]RHN0HHULQIRUPDWLHRYHUGH
FXUVXVHQKHWRQGHU]RHNLVWHYLQGHQRSGH
ZHEVLWHZZZKRXYDVWYRRUHONDDUQO2SGH]H
ZHEVLWHNDQPHQ]LFKRRNGLUHFWLQVFKULMYHQ
uItKOmstmatEN 
'HSULPDLUHXLWNRPVWPDDWGLHGHLQWHUYHQWLH
n+RXYDVWYRRUHONDDUoEHRRJWWHEHUHLNHQLVHHQ
DIQDPHYDQSV\FKRORJLVFKHGLVWUHVVLQSDUWQHUV
YDQNDQNHUSDWLÆQWHQ6HFRQGDLUHXLWNRPVWPDWHQ
YDQGHLQWHUYHQWLH]LMQRQGHUDQGHUHHHQWRH-
QDPHYDQSRVLWLHYHPHQWDOHJH]RQGKHLG
JH]RQGKHLGVJHUHODWHHUGHNZDOLWHLWYDQOHYHQ 
HQDOJHPHQHJH]RQGKHLG'DDUQDDVWEHRRJWGH
LQWHUYHQWLHHHQDIQDPHYDQGHEHODVWLQJGRRU
GHPDQWHO]RUJ
ImpLEmENtatIE dOELEN 
$OVGHRQOLQHLQWHUYHQWLHn+RXYDVWYRRUHONDDUo
HƪHFWLHIEOLMNWWH]LMQDIQDPHYDQSV\FKRORJL-
VFKHGLVWUHVVELMSDUWQHUVYDQNDQNHUSDWLÆQWHQ
]DOGHRQOLQHLQWHUYHQWLHODQGHOLMNJHÊPSOHPHQ-
WHHUGZRUGHQ:HYHUZDFKWHQGDW]LHNHQKXL]HQ
HQDQGHUHJH]RQGKHLGVFHQWUDPHWHHQIRFXVRS
SV\FKRVRFLDOHRQFRORJLHJHÊQWHUHVVHHUG]LMQRP
SDUWQHUVYDQNDQNHUSDWLÆQWHQRSGH]HWRHJDQ-
NHOLMNHLQWHUYHQWLHWHZLM]HQ
goedkeuring 
+HWRQGHU]RHNHQGH3,)LVJRHGJHNHXUGGRRU
GH0(7&7ZHQWHGRVVLHU1/
Financiers onderzoek 
'LWSURMHFWZRUGWJHƬQDQFLHUGGRRU 
.:).DQNHUEHVWULMGLQJ6WLFKWLQJ$OSHGo+X=HV
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tikkende tijdbom is
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Je hebt je oma, moeder of vader ermee zien worstelen. En dan krijg ook JIJ de diagnose  
dat je die erfelijke ziekte hebt. Hoe ze daarmee omgaat, dat vertelt sarah hier.
KHWJHEHXUHQ"=RXLNGHYROJHQGHGDJQRJ
NXQQHQ]LHQ":DWNRQHQPRHVWLNQRJDOOHPDDO
GRHQYRRUGDWDOOHV]ZDUW]RXZRUGHQ"(QGDQ
ZDVHUQDWXXUOLMNQRJPHHUZDWDOVGHWXPRUHQ
RRNPLMQJHKRRUKHOHPDDO]RXGHQDISDNNHQ"
0LMQRUJDQHQ]RXGHQDDQWDVWHQ"+HHOPLMQ
OLFKDDPVWRQGRSRQWSORƪHQHQKHWZDVPDDU
HHQNZHVWLHYDQWLMGYRRUGHWXPRUHQJURWH
VFKDGH]RXGHQDDQULFKWHQ%OLMYHQGHVFKDGH
+RHLNGDDUPHHPRHVWRPJDDQZLVWLNQLHW 
'DWZHHWQLHPDQGRS]RoQPRPHQW
6$5$+n+HWHHUVWHZDWLNGHHGWRHQLNKHW
QLHXZVWHKRUHQNUHHJZDVNLMNHQQDDUGH
JH]LFKWHQYDQGHPHQVHQGLHLNJUDDJ]LH,N
EOHHIPDDUNLMNHQPLQXWHQODQJZDQWHHQ
JH]LFKWLVKHWHHUVWHZDWMHYHUJHHWDOVMHMH
]LFKWYHUOLHVW0LMQYULHQGPLMQPRHGHU'H
JHGDFKWHGDWLNPHQLHWPHHU]RXNXQQHQ
KHULQQHUHQKRH]LMHUXLW]LHQZDVYHUVFKULNNHOLMN
(QLNEHQEHJRQQHQWHKXLOHQDOVHHQNOHLQNLQG
PLMQZHUHOGVWRUWWHLQ7ZHHZHNHQODQJKHELN
DDQQLHWVDQGHUVNXQQHQGHQNHQ:DQQHHU]RX
